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merely	 comment	 on	 aspects	 of	 research	 but	 are	 actively	 involved	




2  |     WAITE ET Al.
putting	 interviewees	 at	 ease	by	bring	 research	 closer	 to	everyday	
life‐experiences	and	so	enabling	more	open	talk.7,8	“Peer”	research	
has	been	undertaken	 in	populations	 that	 are	unrepresented	 in	 re‐






with	 dementia	 have,	 by	 definition,	 significant	 impairments	 in	 two	
or	more	cognitive	domains,	such	as	memory,	attention,	perception,	
language	and	executive	 function,	which	necessarily	 impacts	on	an	


















A	 “subtle	 realist”	 approach	 was	 adopted	 on	 the	 premise	 that	 we	
have	multiple	accounts,	all	of	which	are	themselves	shaped	by	vari‐
ous	 contexts,	 assumptions	 and	 beliefs.29,30	 Subtle	 realism	 encour‐
ages	 the	 use	of	 accounts	 both	 as	 evidence	 about	 the	phenomena	








2.3 | Sampling Strategy and settings
Participants	 were	 purposively	 sampled	 from	 three	 groups:	 (a)	 re‐
searchers	 with	 experience	 of	 recruiting	 (or	 attempting	 to	 recruit)	
and	 working	 with	 people	 with	 dementia	 as	 peer	 researchers	 or	
co‐researchers;	(b)	“gatekeepers”	to	research,	such	as	health,	social	






co‐researchers.	 People	with	 dementia	were	 recruited	 from	 volun‐
tary	sector	organizations	 in	 the	UK,	and	from	among	co‐research‐
ers	 recruited	 to	 the	PRIDE	 study.	 Gatekeepers	were	 recruited	 via	
“snowballing”	where	one	participant	plays	a	part	 in	recruiting	sub‐
sequent	 participants.	 For	 example,	 participant	 researchers	 were	










Ethical	 Approval	 for	 the	 recruitment	 of	 researcher	 and	 gate‐
keeper	 groups	 was	 obtained	 from	 the	UCL	Clinical	 Educational	
and	 Health	 Psychology	 Research	 Department's	 Ethics	 Chair	(Ref:	
CEHP_2015_529)	 and	 from	UCL	Research	 Ethics	 Committee	 (Ref:	









elicit	 participants’	 views	 about	 the	 capabilities,	 opportunities	 and	
motivations	 that	might	 enable	 or	 prevent	 a	 person	with	 dementia	









The	 theory‐based	 questions	 were	 refined	 through	 discussion	
with	the	PRIDE	PPI	group.	Then,	after	four	 interviews,	minor	revi‐
sions	were	made	 to	allow	more	 flexible	use	with	 researchers	who	






Interviews	were	 transcribed	 verbatim,	 ensuring	 that	 any	 punctua‐
tion	clarified	the	meaning	of	the	original	utterance.	The	five	phases	
of	thematic	analysis	were	carried	out	by	[initials	removed	for	blind	
review].32	 Initial	 codes	 were	 grouped,	 looking	 first	 for	 themes	
within	each	participant	group,	 then	 looking	across	 the	whole	data	
set.	Themes	and	 subthemes	were	 refined	 through	discussion	with	








Theme 1: “getting your head round it”	 refers	 to	 attitudes	 about	
feasibility	of	co‐research	with	people	with	dementia.	Some	partic‐
ipants	were	 considerably	more	 doubtful	 than	 others,	with	 doubts	
themselves	posing	a	barrier	to	recruitment.
Subtheme 1: “fixed ideas” about research and dementia	influenced	
researchers’	 attitudes	 towards	 the	 co‐research	 enterprise.	 For	 ex‐
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Who	 judges	 where	 the	 threshold	 is,	 the	 line	 in	 the	
sand	is	crossed,	you	know?		 (GK12)
The	 language	 of	 stages	 may	 enable	 envisaging	 someone	 with	
“early”	stage	dementia	as	co‐researching,	while	nonetheless	raising	the	
spectre	of	the	“late”	stage.









no. Age Gender Ethnicity Group Key relevant experiencea 
1 60 F White R Attempted	to	recruit	co‐researchers	
to	do	interviews
2 30 M White GK‐DC Supported	attempt	to	recruit	
co‐researchers
3 59 F White R Carried	out	co‐research	involving	
analysis
4 53 F White R Attempted	to	recruit	co‐researchers	
to	do	interviews
5 56 F White R Carried	out	co‐research	involving	
interviews	and	analysis
6 57 F White GK‐DC Supported	attempt	to	recruit	
co‐researchers




8 56 F White GK‐EC Member	of	ethics	committee	which	
considered	co‐research	proposal
9 39 F White R Carried	out	co‐research	involving	
analysis
10 71 F White GK‐FC Recruited	as	carer	co‐researcher
11 – M Non‐
White
GK‐FC Carer	co‐researcher
12 74 M White GK	EC Member	of	ethics	committee	which	
considered	co‐research	proposal
13 72 F White GK‐CC Carer	co‐researcher
14 56 M White PwD Recruited	as	co‐researcher
15 59 F White GK‐CC Carer	to	PwD	recruited	as	
co‐researcher
16 62 M White PwD Experience	of	service	user	
involvement	(and	as	research	
participant)
17 73 F White PwD Experience	as	interviewer	of	people	
with	dementia	for	service	
evaluation
18 58 F White PwD Experience	as	interviewer	of	people	
with	dementia	for	service	
evaluation








TA B L E  1  Participant	characteristics





dismissing	 the	 idea	of	 a	person	with	dementia	being	 involved	 in	 re‐
search,	commented:









I	 learnt	 that	 if,	 really,	 you’re	 serious	 about	 involving	
service	users,	you’ve	got	to	be	prepared	to	go	where	




Subtheme 1: “good fit”	 refers	 to	 talk	 about	whether	 a	 person	
with	 dementia	 needs	 to	 have	 pre‐specified	 research	 skills,	 or	






being	 a	 barrier.	 Imagining	how	analysis	might	work,	 one	partici‐
pant	said:
I	could	sit	and	discuss	what	people	had	said	with	you,	
maybe	 helping	 you	 to	 understand	 but	 if	 you	 gave	
me	 rows	of	 figures	 to	 analyse	or	 the	 text,	 forget	 it!	
	 (PwD16)









…we	 thought	 [that	 otherwise]	 they	 won’t	 have	 the	
space	in	the	same	way	because	other	people	will	talk	
and	things	will	move	along	too	quickly.		 (R5)




dementia	 but	 had	 only	 involved	 carers,	 the	 researcher	 wondered	
whether	people	with	dementia	would	have	been	able	to	“cope”	with	
the	analysis	of	full	transcripts,	as	the	carers	had:
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Somebody	asks	me	would	I	like	to	do	something,	the	
first	 thing	 I	 think	 is	 “How	 am	 I	 going	 to	 get	 there”!	
	 (PwD18)
If	 the	 interviews	 were	 all	 over	 the	 place	 and	 [my	
husband]	needed	 to	get	 there	 [	 ]	 then	 I	 have	 to	get	
involved	 and	 ferry	 him	 all	 over	 the	 place.	 That	 gets	
difficult.		 (GK15)
Subtheme 3: time constraints.	 Addressing	 accessibility	 issues	
takes	 time	and	 resources	 from	the	 research	 team,	but	 time	con‐
straints	can	also	be	an	issue	for	co‐researchers.	Participants	from	
all	 three	participant	groups	 reflected	that	 those	people	with	de‐






dementia,	 and	 participants	 from	 all	 three	 groups	 reflected	 that	 this	
might	lead	to	a	reluctance	to	commit	to	long‐term	projects:




Theme 3: “this safe feeling”	 refers	 to	 talk	 about	 building	
trust	and	a	sense	of	safety	 in	order	to	overcome	perceptions	
of	 danger.	 Participants	 across	 all	 three	 groups	 spoke	 to	 this	
theme.
Subtheme 1: fears of research and dementia.	 All	 five	 participants	
with	 dementia	 saw	 research	 participation	 as	 desirable.	 However,	
four	of	 the	 five	 shared	negative	perceptions	of	 research,	 based,	 in	
two	cases,	on	experiences	of	not	receiving	feedback	after	research	
participation:
…you	 never	 heard	 another	 word.	 It	 could	 be	 that	
my	 input	was	absolutely	rubbish.	 I	would	still	 like	to	
know	because	I	thought	“well,	I	won’t	do	that	again.”	
	 (PwD19)
Two	 talked	 about	 experiences	 of	 getting	 it	 “wrong”	 in	 front	 of	
“experts”:
…you’ve	 managed	 to	 get	 the	 confidence	 up	 to	 get	
involved	 with	 something	 like	 this	 [	 ]	 and	 you	 are	
surrounded	 by	 all	 these	 experts	who	 all	 know	 best	
anyway,	 and	 then	 they	 disagree	 totally	 with	 what	





We	 were	 all	 a	 wee	 bit	 wary	 of	 visiting	 the	 care	
home,	 thinking	are	we	going	 to	upset	 these	people,	







I	 really	 do	 think	 that	 there’s	 a	 chance	 for	 someone	




If	 they	 were	 vulnerable,	 I	 think	 you	 would	 proba‐








If	 [my	wife]	 thought	 that	something	might	upset	me,	
she	would	put	her	foot	down.	And	she’s	got	a	very	big	
foot!		 (PwD19)
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You’ve	got	to	be	comfortable	in	your	own	skin	to	be	
able	to	go	and	talk	to	somebody	else	and	if	you’re	not	
comfortable	with	 it	 I	 think	 that	would	be	very	diffi‐
cult.		 (GK10)
Similarly,	 participants	 from	 all	 three	 groups,	 but	 especially	 peo‐
ple	 with	 dementia,	 spoke	 about	 the	 importance	 of	 trust	 between	
co‐researcher	and	academic,	particularly	 in	 relation	 to	 the	 interview	
situation:




















Subtheme 3: familiarity. All	 three	 participant	 groups	 identified	
factors	 that	 help	 create	 the	necessary	 feeling	of	 safety	 and	 secu‐
rity.	 These	 factors	 are	 collectively	 labelled	 “familiarity.”	Doing	 the	
research	activity	somewhere	familiar	 to	 the	person	with	dementia	
is	something	that	the	co‐research	experienced	researchers	said	was	









that	 is	going	on,	 to	allow	a	 relationship	 to	 initiate.	
	 (PwD16)














Subtheme 1: Making a difference.	 Across	 all	 three	 participants	
groups,	participants	spoke	about	people	with	dementia	participating	






















a	meeting	 simply	 so	 that	 the	 claim	 can	 be	made	 that	 they	were	
involved):
We	 weren’t	 given	 the	 opportunity	 to	 speak,	 we	
weren’t	 included	 in	anything,	we	were	 just	there,	so	
they	could	say	they	“had”	you.		 (PwD14)

























There	 are	 further	 tensions	 regarding	 the	 differences	 that	
researchers	 hope	 to	make	 through	 co‐research.	While	most	 re‐
searchers	 saw	 co‐research	 as	 potentially	 empowering	 people	
with	 dementia,	 there	 was	 more	 ambivalence	 as	 to	 whether	 it	
would	make	 a	 positive	 difference	 to	 research	 data.	 Those	who	












gaging	with	 other	 people	 [	 ]	 it	 gives	 him	 something	
else	to	think	about.		 (GK15)





people,	 for	 example	 those	who	 are	 retired	 and	 see	 a	 positive	 value	
in	no	longer	being	at	work,	the	thought	of	being	a	researcher	is	quite	
unattractive:









ment	 of	 people	 with	 dementia	 in	 co‐research	 both	 replicate	 and	
extend	 knowledge	 of	 facilitators	 and	 barriers	 to	 PPI	 engagement.	
Comparing	findings	from	this	study	with	Bethell's	recent	review,28 
barriers	 in	 common	 include	 the	 following:	 time	 and	 costs;	 “gate‐
keeper”	attitudes;	difficulty	identifying	“representative”	individuals	
and	groups;	 (actual	or	perceived)	complexity	the	research	process;	











butions;	 and	maintaining	 flexible	 attitudes	 and	approaches,	 taking	










see	 people	 with	 dementia	 as	 individuals	 with	 knowledge	 and	 ex‐
perience	 rather	 than	members	 of	 a	 category	 associated	only	with	
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impairment.	Similarly,	people	with	dementia	and	their	families	who	
do	not	have	a	history	of	conducting	research	may	not	immediately	
consider	 the	possibilities	of	 engaging	with	 a	 co‐research	 role.	Co‐

















ple	with	 dementia	 to	 engage	with	 co‐research	 opportunities.	 It	 is	
evident	 that	 the	co‐research	 role	 is	not	something	 that	 is	 likely	 to	
be	of	interest,	or	within	the	capacity,	of	many	people	with	dementia.	
A	primary	motivation	 for	 those	 that	do	engage	 is	 the	person	with	
dementia's	desire	 to	help	others;	 a	 factor	previously	 identified	 for	
carers	of	people	with	dementia	in	research	and	older	co‐researchers	
both	with	 and	without	 dementia.21,37	 In	 contrast,	 the	more	 latent	
























Thirdly,	 there	was	a	protocol	change	 in	 that	 the	original	 inten‐
tion	 to	use	COM‐B	as	 a	 coding	 framework	 for	 analysis	was	 aban‐
doned	 in	 favour	 of	 a	 “bottom‐up”	 analytic	 approach.	 During	 the	
analysis	phase,	 it	became	apparent	 that	coding	within	 the	COM‐B	

















ple.	Furthermore,	 there	are	 some	ambiguities	 in	 the	data	where	 it	
is	 not	 clear	whether	 participants	 are	 referring	 to	 their	 experience	
as	 a	 co‐researcher	 or	 to	 their	 additional	 experience	 as	 a	 research	
participant.	Potential	methodological	limitations	are	the	inclusion	of	






higher	 level	 of	 ethical	 scrutiny	 for	 the	 involvement	 of	 potentially	
vulnerable	people	compared	to	the	procedure	for	“healthy	adults.”	
However,	despite	differences	between	and	within	groups	 in	terms	






able	 guidance,27,40	 but	 also	 examine	 their	 own	 assumptions	 about	
“research”	and	“dementia”	to	identify	unhelpful	stereotypes.




tia	 (eg	 making	 a	 difference;	 building	 on	 existing	 skills).	 Direct	
recruitment	 (rather	 than	via	gatekeepers)	may	also	be	relevant,	
as	has	previously	been	advocated	 in	 the	 intellectual	disabilities	
field.41
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4.2.2 | Balancing the right to be involved with 




have	 considered	 and	 addressed	 potential	 harms,	 from	 tokenism40 
to	 overwhelming	 cognitive	 or	 emotional	 demands.	 Tokenistic	 in‐
volvement	 is	 to	 the	detriment	of	 the	co‐researcher	with	dementia	
and	 brings	 research	 into	 disrepute.	 At	 the	 other	 end	 of	 the	 spec‐
trum,	involvement	in	activities	that	are	too	cognitively	or	emotion‐
ally	 intense	will	 risk	distress	and	 thus	 reinforce	 the	belief	 that	 the	
involvement	of	people	with	dementia	as	co‐researchers	 is	harmful	
to	well‐being.	 The	 fear	 of	 emotional	 consequences	 from	exposing	






Any	 future	 qualitative	 explorations	 of	 the	 co‐researcher	 experi‐
ence	may	benefit	from	including	non‐research‐active	family	carers	
who	are	gatekeepers	for	a	co‐researcher	with	dementia	 (given	the	
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